Important realities in the field of end-of-life care and palliative critical care (PCC) are emerging as our ability to care for critically ill patients improves. Achieving a balance between rescuing vulnerable survivors and providing comfort to patients and families when death is inevitable remains difficult. This task is often negotiated in the context of an increasingly complex medical environment and prognostic uncertainty. Even under optimal conditions, the intensive care experience is onerous for all patients and families, making end-of-life discussions more difficult.\[[@ref1]--[@ref5]\] Therefore, a paradigm shift is occurring toward integrating palliative care principles *a priori* for all admissions to the Intensive Care Unit (ICU).\[[@ref6]\] A commonly utilized intermediate or "trigger" approach to activating a palliative care (PC) consultation can potentially limit the effective availability of PCC to as few as 2--5% of patients, even when PC consultation triggers are developed by experienced palliative care clinicians.\[[@ref7]\]

In its broadest sense, palliative care can be viewed as the critical care specialist\'s tool to diagnose and treat suffering.\[[@ref8]\] While "distress" is the new code word for suffering,\[[@ref9]\] unless the critical care team can agree on and recognize such "distress" in patients and families, it is inherently difficult to treat. Unaddressed suffering leads to poor patient and family satisfaction, may result in post-traumatic stress disorder (PTSD)-like symptoms among family members, and prolongs time in the ICU on technological life support without clearly defined benefits. The definition of "distress" is complex, as contributing factors may include physical symptoms, psychological responses to the illness, and decisions forced upon patient and family by the trajectory of illness.

EMERGING COMPETENCIES IN THE ICU {#sec1-1}
================================

Humanizing the clinical experience for families in the ICU may improve family satisfaction and prompt more effective use of technological ICU resources. Schaefer and Block identified trends toward three broad groups of clinical competencies that positively impact length of ICU stay, family satisfaction, and family bereavement outcomes: Empathic communication, skillful discussion of prognosis, and effective shared decision-making.\[[@ref10]\] These competencies are brought to bear in the setting of a proactive family conference. The presence and content of a family meeting documented in the medical record is in itself a quality measure of increasing focus. These three core components of quality care in the ICU deserve emphasis in clinical encounters and educational interventions.\[[@ref10]\]

A fourth competency, active listening, deserves special attention because it has been identified as a major determinant of patient/family satisfaction.\[[@ref11]\] Silence during strategic portions of family meetings may prove difficult for clinicians. In one study, among 51 audio-taped ICU family conferences, averaging 32 minutes with 214 family members, clinicians spoke \>70% of the time while family members were given \~30% of the total conference time.\[[@ref11]\] Of interest, the highest rates of satisfaction among families in care withdrawal discussions correlated with greater proportions of family speech time. There was no association between satisfaction scores and total duration of the conference, physician specialty, physician experience, or whether the physician was faculty or a trainee.\[[@ref11]\] The investigators also found a negative correlation between the proportion of family speech and the degree of family-perceived conflict between family members and the physician leading the conference.\[[@ref11]\] Therefore, the optimal ICU communication model should incorporate strategic clinician silence and the understanding that families need to be heard. Given that critical care training and practice emphasize core competencies,\[[@ref12]\] it is reasonable to propose that PCC principles should be incorporated among those competencies.

PAIN AND NON-PAIN SYMPTOMS {#sec1-2}
==========================

Three notable studies have identified pain in ICU patients as the dominant symptom/stressor recalled by survivors after an ICU stay.\[[@ref4][@ref13][@ref14]\] Presently, ICU patients are considered a special population at risk for undertreated pain.\[[@ref15]\] The process of pain assessment, intervention, and reassessment should be performed on multiple occasions daily.\[[@ref16]\] Pain assessment and therapy in communicative versus non-communicative patients present different and distinct sets of problems for the treating physician. It is important to remember that agitation may be a manifestation of a pain response,\[[@ref17]\] and that pain assessment and therapy is challenging in non-communicative patients requiring sedation for mechanical ventilation. Only recently have validated pain assessment tools been developed for non-communicative ICU patients.\[[@ref18][@ref19]\] Attention to accurate and timely pain assessments and the use of opioids specifically to treat pain require a systematic approach.\[[@ref17]\] Among patients requiring sedation for mechanical ventilation, opioids are frequently overused for sedation, though available evidence suggests that non-opioid alternatives may be more appropriate, especially when balancing periods of planned wakefulness to minimize cognitive dysfunction.\[[@ref17]\]

Common non-pain symptoms such as delirium, dyspnea, and anxiety are very distressing to both patients and families. Delirium may be caused or exacerbated by analgesics and other medications.\[[@ref20]\] When patients are dying, terminal delirium may not be reversible. For patients withdrawn from technological support, the primary goal should be symptom relief. Therefore, a symptom is the indication for a medication, and the pharmacologic intervention and response are documented. "Titrate drip to effect" orders do not address the need for assessment and reassessment of symptoms, and a drip change may take hours to reach a new steady-state blood level to achieve its clinical effect. For continuous symptoms, scheduled and as-needed medications are indicated to maintain therapeutic blood levels of appropriate agents. While opioids are the drugs of choice for pain and dyspnea, other agents are indicated for delirium (e.g. haloperidol) and anxiety (e.g. benzodiazepines), and using opioids for all symptoms is not optimal. Assessment of dyspnea in patients unable to speak is challenging, but validated tools are available.\[[@ref21]\] An overview of medication classes and agents commonly used for pain control and palliative care is provided in [Table 1](#T1){ref-type="table"}.
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FAMILY DISTRESS AND RISKS OF PSYCHOLOGICAL SEQUELAE {#sec1-3}
===================================================

Over two-thirds of family members visiting their hospitalized relative in the ICU report anxiety and depression after the experience.\[[@ref3]\] Azoulay *et al* demonstrated that more than one-third of family members had PTSD-like symptoms 90 days after a patient\'s ICU discharge or death.\[[@ref22]\] Higher rates of posttraumatic stress symptoms were found among family members who felt that the information provided in the ICU was incomplete (48.4%), who shared in any decision- making (47.8%), whose relative died in the ICU (50%), whose relative died after end-of-life decisions (60%), and who shared in end-of-life decisions (81.8%).\[[@ref22]\] Thus, early and proactive approaches are advocated. A prospective intervention to counsel family members whose loved ones died in an ICU was studied, comparing an informational brochure and a proactive family conference to "usual care".\[[@ref23]\] The intervention conferences were designed to discuss end-of-life issues and withdrawal of futile technological interventions. Clinicians also provided family members with additional opportunities to discuss the patient\'s wishes, to convey emotions, to ease feelings of guilt, and to understand the goals of care. Bereavement was substantially reduced in the study group (lower validated stress/PTSD scores/criteria, and prevalence of anxiety/depression) as compared to controls.\[[@ref23]\]

MEDICAL FUTILITY -- A SHIFT FROM INTENSIVE CARE TO INTENSIVE CARING {#sec1-4}
===================================================================

The American Thoracic Society stated in 1991 that a situation compatible with medical futility was present "if reasoning and experience indicate that the intervention would be highly unlikely to result in a meaningful survival for that patient".\[[@ref24]\] In 1997, the Society of Critical Care Medicine acknowledged that "treatments should be defined as futile only when they will not accomplish their intended goal."\[[@ref25]\] The statement is further qualified by offering that "treatments that are extremely unlikely to be beneficial, are extremely costly, or are of uncertain benefit may be considered inappropriate and hence inadvisable, but should not be labeled futile."\[[@ref25]\] Despite differences, consensus can be reached when clinicians of various specialties collaborate.\[[@ref26]\]

In family conferences to discuss goals of care, physicians in the ICU must often rely on surrogates to determine "best interest" of critically ill patients. Are surrogates readily identified and relevant content of family conferences documented? In one study, investigators evaluated ICU medical records in Ontario, Canada.\[[@ref27]\] In a cohort of 105 elderly patients with high APACHE II scores (and withdrawal of life support preceding death) over half of the intensivists had timely communications (median 17 hours from ICU admission). The surrogate decision maker was documented for only 10% of patients. Explicit survival estimates were noted in only half of patient charts. Physicians infrequently documented their own predictions and assessments of the patient\'s post-ICU functional status (20%). Poor documentation was also seen for anticipated need for chronic care, post ICU quality of life, and documentation of the patient\'s own perspectives on these issues (all documented in less than 5 percent of charts).\[[@ref27]\]

An initial proactive family meeting shortly after the admission, with regular follow-up family meetings, take on an important role with increasing medical futility. While clinical teams may focus on "one-time transactions" such as the do-not-resuscitate (DNR) order or a therapeutic withdrawal, the family focus is a "continuous process", and time is needed for informational, relational, spiritual, cultural processing, acceptance, and other adaptations to occur. Religious beliefs, ethnicity, and cultural background of the parties involved may affect the interventions received or withdrawn when caring for dying patients, and heightened physician awareness is warranted.\[[@ref28]\]

Setting expectations early and repeatedly is also helpful. Since up to one-fourth of critically ill patients in the U.S. are likely to die within months of initial ICU admission, it makes intuitive sense to address the possibility of death early in the course of illness. Concern, compassion, and confidence can be affirmed in these situations. Clinicians should discuss possible adverse events during family meetings. Do policies and procedures in your ICU reflect contingencies for adverse outcomes or medically futile care? The literature supports the need for better approaches to this specific aspect of critical illness. In one study, only 21% of New Zealand ICUs (representing 83% of ICU admissions) had a written policy for withholding and withdrawing life support in the context of medically futile care.\[[@ref29]\] In addition, it is important to note that \<20% of nurses have formal training in withdrawal of life support, and \<40% receive an adequate orientation that includes education on withdrawal of life support and family care.\[[@ref29]--[@ref31]\] Management of medical futility continues to have considerable geographic variation, especially in regard to routine PC or ethics consultations, family conferences, and standardized protocols for withdrawal of life support. All of these aspects require coordination and effective implementation.\[[@ref30]\]

There is a considerable variation in practices and training among critical care nurses for end-of-life care.\[[@ref31]\] Nurses play a key role in the withdrawal of life support (WDLS) as they are at the bedside more than any other member of the ICU team and implement the orders to withdraw life support. Of interest, one study showed that only 15.5% of 463 ICU nurse respondents had a required course or information in a required course that covered WDLS as part of their nursing curriculum, and \>63% (292/463) reported that they had no training for WDLS during orientation.\[[@ref31]\] These data suggest that ICU nurses may not always receive adequate professional training to care for patients at the end-of-life. Enhancing end-of-life training and support for ICU nurses is an important method of reducing professional burnout.\[[@ref32]\] Nurses experience moral distress when involved in futile care and may need emotional/spiritual support.\[[@ref33]\] The reader is invited to examine accompanying articles on medical futility and nursing care aspects of end-of-life care in this symposium.

PALLIATIVE CARE - ICU PROGRAM INTERVENTIONS AND QUALITY IMPROVEMENT INITIATIVES {#sec1-5}
===============================================================================

The ICU is a complicated work environment and barriers to end-of-life care are well-recognized. In 2006, the Critical Care Peer Workgroup of the Robert Wood Johnson Foundation\'s Promoting Excellence in End-of-Life Care Project surveyed 1205 ICU directors.\[[@ref34]\] ICU directors identified the top three barriers to be: (a) Insufficient clinician training in communication about end-of-life care; (b) Inadequate communication between the ICU team and patient/families about goals of care; and (c) Fear of legal liability associated with foregoing life-sustaining treatments.\[[@ref34]\] Patient/family barriers to optimal end-of-life care included "unrealistic patient and/or family expectations about prognosis or effectiveness of ICU treatment" and "inability of many patients to participate in treatment discussions."\[[@ref34]\] While more deaths occur in ICUs as compared to other locations in the hospital, the science of ICU risk prediction appears to be more valuable to clinicians and researchers than to individual patients and families.\[[@ref35]\]

How should ICU leaders implement new principles of simultaneous palliative and curative care in the ICU? The oncology world has recognized this paradigm shift, noting that PC should begin at initial diagnosis of cancer. Some investigators have implemented similar principles with each ICU admission using an integrative approach.\[[@ref5][@ref6]\] Early routine interventions are important especially because of the inaccuracies of physician prognostication of illness outcomes.\[[@ref36]\]

Should palliative care be performed incrementally or systemically in the ICU? In "trigger"-based approaches, the patients in a medical ICU\[[@ref37]\] appear to derive more benefit than surgical ICU patients undergoing palliative care consultation by use of clinical parameters.\[[@ref7]\] Outside of the ICU, in a randomized trial conducted at Kaiser Permanente, hospitalized patients treated by consultative palliative care services were more satisfied than those treated with the "usual care" approach.\[[@ref38]\] Integration of palliative care services so that they become "embedded" in daily care with specialty services results in sustained patient satisfaction.\[[@ref39]\] Integration of palliative care for ICU patients is advocated by multiple professional critical care societies.\[[@ref40]--[@ref43]\] In October, 2012, the U.S. Centers for Medicare and Medicaid (CMS) will modify hospital payment structures to include withholding payments for selected adverse outcomes, clinical quality, and patient experience scores. Given that the critical care setting is a high stakes environment for hospital mortality, satisfaction, and costs, intensivists may prefer to consider taking a lead role in developing performance improvement projects on an integrative scale. Systemic barriers to implementation can be successfully confronted with an organized approach.\[[@ref44]\] Examples of successful integrative approaches are worth a closer look.

The Voluntary Hospitals of America, Incorporated (VHA) is a conglomerate of 1400 non-profit hospitals and other healthcare organizations. Formed in 1977 to reduce hospital purchasing and other costs, the organization also focuses on ways to enhance clinical performance in various areas, including critical care. In 2004, VHA member hospitals were urged to optimize critical care delivery for peak performance by 2015. The VHA already has helped manage phase one of the "Transformation in the ICU" project among member hospitals beginning in 2001. This collaboration of 23 member hospitals resulted in a substantial reduction in ventilator-associated pneumonias (by 41%, with an 18% reduction in mortality).\[[@ref45]\]

The integrative approach advocated by the VHA is termed "rapid-cycle quality improvement program", and their methods were trialed at Johns Hopkins, but are largely proprietary to member institutions.\[[@ref45]\] A follow-up project, initiated at the request of participating ICUs, included pilot testing of a "palliative care bundle" which began implementation in 2005, and included pain measures and eight additional performance measures.\[[@ref45]\] This VHA PCC "bundle" of practices and measures was primarily developed from Critical Care Peer Workgroup of Promoting Excellence in End-of-Life Care, the National Consensus Project for Quality Palliative Care, and Joint Commission standards. The palliative care bundle approach is an integrative approach much like a clinical pathway.\[[@ref46]\] On the first day of an ICU admission, the participating ICU team identifies a principal family decision maker, addresses advance directive status and CPR status, and distributes informational material to the patient and family. Additionally, pain is assessed and treated regularly. On day three, social work assistance and counseling is offered and initiated, as well as spiritual support offered from hospital pastoral care specialists. On day 5, a proactive family meeting is conducted for all admissions. The influence of this integrative approach is measured from satisfaction surveys, administrative data, and retrospective chart reviews.\[[@ref45]\]

A second integrative approach, the NIH-funded implementation program "IPAL-ICU" (Improving Palliative Care in the ICU) is endorsed by the Center to Advance Palliative Care. IPAL is a toolkit for implementing PC guidelines based upon process improvement principles advocated by Pronovost\'s successful model of a sustained decrease in line infections (to zero) in a hospital setting.\[[@ref47]\] Active collaboration with a palliative care team to implement integrative care initiatives systemically in the ICU is an effective approach and has been endorsed by critical care consensus panels.\[[@ref40]--[@ref43]\] Half of families in the ICU experience inadequate communication with physicians.\[[@ref48]\] The majority of patients cannot participate in complex decisions, their surrogate decision-makers are not ready to make decisions, and surrogates prefer shared decision-making with physicians.\[[@ref49]\] Process innovations such as IPAL will help clinical teams implement guidelines and enhance communications in a more effective manner.

SPIRITUAL AND CULTURAL ASPECTS OF END-OF-LIFE CARE {#sec1-6}
==================================================

Multi-culturalism and religious (or atheist) tolerance constitute defining features of modern progressive societies. Those who care for the critically ill must maintain a high degree of sensitivity toward a dying patient\'s cultural and spiritual background. In addition to addressing physical suffering, physicians can extend their caring by acknowledging and easing psychosocial, existential, and spiritual suffering.\[[@ref50]\] The American College of Critical Care Medicine advocates assessment of spiritual needs as part of the role of critical care clinicians, who should possess fundamental skills in spiritual assessment and referral.\[[@ref51]\]

Patients and families are challenged by critical illness to find meaning and transcend suffering in the ICU setting. Their religious background, or non-religious spiritual-existential beliefs, are important coping tools for adaptation and redefining hope. Although no single human being is alike with regards to their closely held personal beliefs and individual value systems, certain generalizations can be considered. More details on religious and cultural aspects of end-of-life palliative care are included in other articles within this Symposium; a brief overview is provided here.

In Islam, death can only occur by God\'s permission, and the sanctity of life is unquestioned according to the Quran.\[[@ref52]\] Pain is thought to function as a divine tool in demonstrating God\'s purpose and is meant to remind people that everyone belongs to God.\[[@ref52]\] However, there are Muslim scholars who believe pain at the end-of-life (terminal illness) may receive analgesic medicine.\[[@ref53]\] To this end, Saudi Arabia has enacted a policy that addresses all aspects of end-of-life care regarding Muslim patients.\[[@ref54]\]

In Judaism, everyone\'s body belongs to God.\[[@ref55]\] Suicide and assisted suicide are prohibited (as they are in Islamic culture). In end-of-life situations, Jews are permitted to pray to God to allow death to come to them or a loved one.\[[@ref55]\] However, a cure should always be sought, death must not be hastened yet the dying process should not be prolonged, and the patient\'s benefit is always the goal.\[[@ref55]\] This broad view could lead to considerable disagreements, depending on the particular circumstances and the specific Jewish religious group involved.

Hindu ethics advocate that "a good death" occurs "in old age, and at the right time, and in the right place".\[[@ref56]\] Although there are historical aspects of religious suicide and voluntary death, there is a firm distinction between those who are spiritually advanced and wish to end their life and those who wish to their life because of pain. The latter is considered a selfish death and is morally wrong; suffering is seen as cleansing and purifying.\[[@ref56]\] In India, critical care physicians withdraw care at the end-of-life less frequently than their Western counterparts, likely a multifactorial phenomenon related partly to legal concerns and public policy.\[[@ref57]\]

An approach to end-of-life and palliative care has been poorly studied among atheist patients.\[[@ref58]\] Atheists do not believe in God or an afterlife and thus represent a unique group that contrasts with other belief systems.\[[@ref58]\] Spirituality conveys a sense of personal, existential meaning for life, and as such can be evaluated in a spiritual assessment for atheist patients. Atheists' preferences for end-of-life care are fairly consistent within that group, and reflect many of the components of a "good death" previously described in the literature. These elements include: (a) Pain and symptom management; (b) Clear decision-making; (c) Preparation for death; (d) Completion; and (e) Affirmation of the whole person.\[[@ref59]\] Respect for professional and personal boundaries is an important expectation for both patients and caregivers. Investigators recommend that healthcare workers respect a philosophy of non-belief to meet a dying atheist\'s declared preferences.\[[@ref58]\]

For the Christian patient and family in the ICU, the end of life is a time for reconciliation with God and family, and a growing dependence upon Jesus for the passage through death to eternal life. Patients and families from liturgical faith communities may rely upon rituals such as "anointing of the sick" before death. (e.g., Roman Catholics, Eastern Orthodox, some Protestant denominations).\[[@ref60]\] Lack of understanding of the role of healing and miracles in the Christian faith on the part of clinical teams has the potential to adversely affect interactions between the healthcare team and the patient/family.\[[@ref61]\]

In view of such spiritual and cultural diversity in the modern world, education in the various patient beliefs at end-of-life should be pursued by those providing both critical and palliative care, and should be an important priority in residency training and in medical school education. Many studies also advocate patient and family support from a trained chaplain or spiritual care advisor in the ICU. Family satisfaction in the ICU is higher if a chaplain or spiritual advisor is involved in care at least 24 hours prior to a patient\'s death.\[[@ref62]\] The reader is referred to other articles in this series for additional information regarding religion and spirituality in the end-of-life setting.

CONCLUSIONS {#sec1-7}
===========

While the ICU is a familiar place for those who work there, it is an intimidating, foreign, and uncomfortable environment for patients and families. Palliative care has become an increasingly helpful and effective component of the overall critical care approach to relieve ICU-related distress for patients and families, including at the end-of-life. Medical and surgical critical care societies have outpaced other specialty societies in adopting consensus guidelines for palliative care to support patients and families in the ICU. Clinical competencies are emerging to enhance critical care training, education, and practice in palliative critical care.

Future CMS payment reforms focusing on quality, resource, and satisfaction outcomes in U.S. hospitals may stimulate hospital ICU services to further integrate palliative care components. Current literature suggests that efforts to enhance communications and care for ICU patients and families may more effectively be implemented into daily practice by using integrative ICU systems design, as compared to ad hoc PC consults or PC consult triggers.
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